Montclair State University

Montclair State University Digital
Commons
Department of Teaching and Learning
Scholarship and Creative Works

Department of Teaching and Learning

1-1-2000

Valued Member Or Tolerated Participant: Parents' Experiences in
Inclusive Early Childhood Settings
Leslie C. Soodak
Pace University

Elizabeth Erwin
Montclair State University, erwinel@mail.montclair.edu

Follow this and additional works at: https://digitalcommons.montclair.edu/teaching-learning-facpubs
Part of the Elementary Education and Teaching Commons

MSU Digital Commons Citation
Soodak, Leslie C. and Erwin, Elizabeth, "Valued Member Or Tolerated Participant: Parents' Experiences in
Inclusive Early Childhood Settings" (2000). Department of Teaching and Learning Scholarship and
Creative Works. 156.
https://digitalcommons.montclair.edu/teaching-learning-facpubs/156

This Article is brought to you for free and open access by the Department of Teaching and Learning at Montclair
State University Digital Commons. It has been accepted for inclusion in Department of Teaching and Learning
Scholarship and Creative Works by an authorized administrator of Montclair State University Digital Commons. For
more information, please contact digitalcommons@montclair.edu.

JASH
2000, Vol. 25, No.1, 29-41

copyrigh t 2000 by
The Association for Persons with Severe Handicaps

Valued Member or Tolerated Participant:
Parents' Experiences in Inclusive Early
Childhood Settings
Leslie C. Soodak
Rutgers University
Elizabeth J. Erwin
Queens College of the City University of New York
ticipation (Bailey, Buysse, Edmondson, & Smith, 1992;
Bailey et aI., 1986; Turnbull & Turnbull, 1997) and
strategies for increasing meaningful involvement (Winton, 1986; Winton & DiVenere, 1995). Only a limited
number of studies have explored the nature and quality
of parent involvement in the education of young children (Dinnebeil & Rule, 1994; Dinnebeil, Hale, &
Rule, 1996; Gavidia-Payne & Stoneman, 1997;
McWilliam, et aI., 1995; Winton & Turnbull, 1981). In
addition, few studies have explored the development of
positive partnerships in inclusive settings (Bennett, DeLuca, & Bruns, 1997; Bennett, Lee, & Lueke, 1998).
Parent participation in the education of their young
children with disabilities is influenced by a number of
factors, including parents' perceptions of the quality of
their interactions with school personnel. Parents perceived, for example, that collaboration is fostered by
professionals and service providers who demonstrate
interpersonal and communication skills that reflect
trust and respect, such as follow through behavior and
a positive attitude toward children (Dinnebeil & Rule,
1994; Dinnebiel et aI., 1996). Parents' satisfaction with
their participation has been linked to opportunities for
informal interactions with competent and qualified professionals (Bennett et al., 1997, 1998) and access to services (McWilliam et aI., 1995). Parents were more likely
to be involved when they had greater financial resources and education, effective coping strategies, and
access to social support (Gavidia-Payne & Stoneman,
1997).
The school's underlying values about the education
of children with disabilities also influence parent participation. Bennett et al. (1997) found that although
both parents and professionals support inclusive education, they view successful inclusion somewhat differently. Differences in beliefs about labeling, placement,
and inclusion among parents and professionals have
made it extremely difficult for some parents to access
inclusive education (Erwin & Soodak, 1995). In serving
as an advocate for their children, parents in the Erwin
and Soodak (1995) study found it necessary to chal-

The present qualitative investigation explored the perspectives of parents of young children with severe disabilities to understand the factors that shape their participation in their child's inclusive education. Ten parents ofchildren in early childhood inclusive settings were
interviewed. A conceptual framework of factors that influence parent participation was developed based on the
themes that emerged from the data. Findings indicated
that parent participation is influenced by a number of
factors, including the school's beliefs about inclusion,
receptivity to parents, and willingness to change. Parentprofessional partnerships were facilitated by trust,
shared philosophies about children and schooling, and
open communication. Achieving effective parentprofessional partnerships in inclusive settings appears to
be a complex process that involves commitment and understanding. Most importantly, the findings suggest that
meaningful participation for children as well as parents
is an important and necessary component of inclusive
education.

DESCRIPTORS: parent participation, inclusive education, early childhood
Parent involvement, one of the distinguishing characteristics of early childhood education, has shaped the
delivery of services to young children with disabilities
and their families over the past several decades (Bailey
et aI., 1986; Dunst, Johanson, Trivette, & Hamby, 1991;
Winton & Turnbull, 1981). The importance of parent
involvement is now so widely accepted that it has been
identified as a necessary and valid indicator of quality
outcomes in the education of young children with disabilities (Bailey et aI., 1998).
Research on the participation of parents with disabilities has primarily focused on the rationale for parAddress all correspondence and requests for reprints to
Leslie C. Soodak, Rutgers University, Department of Educational Psychology, Graduate School of Education, 10 Seminary Place, New Brunswick, NJ 08903. E-mail: lsoodak@rci.
rutgers.edu
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lenge professional judgment, question established practice, and fight for what they believed to be best for their
children. In a study of culturally diverse families of children with disabilities, Harry, Allen, and McLaughlin
(1995) found that differences in cultural norms between
families and service providers hampered communication and limited parent involvement. Harry, Rueda,
and Kalyanpur (1999) maintained that due to the potential for discrepant assumptions, expectations, and interpretations, it is essential but not yet common practice, for service providers to assume a posture of cultural reciprocity when collaborating with families.
Thus, research has shown that parent participation in
the education of their children with disabilities is multifaceted, influenced by factors such as interpersonal and
communication skills, family characteristics, and educational beliefs.
The purpose of this study is to understand further
what, from the perspectives of parents, influences their
participation in the inclusive education of their young
children with disabilities. It extends the understanding
of parent participation that is based on prior research
by supporting the importance of both personal and contextual factors in determining parent participation, specifically focusing on parents of young children in inclusive settings. This study explored the stories of parents
of young children with significant disabilities in an effort to better understand the experiences of these parents.

Method
Participants

Ten parents of young children with significant disabilities who were being educated in inclusive settings
participated in this study. Participants met specific criteria: (a) their child was considered to have a significant
disability by the school system; (b) their child was a
full-time member in a general education setting; (c)
their child was between the ages of birth and 8 years,
reflecting the definition of early childhood by the National Association for the Education of Young Children; and (d) parental consent for an interview was
obtained. For the purpose of this investigation, an inclusive placement was defined as a typical classroom in
a general education setting (a) that was age appropriate
or within 1 year of the child's chronological age, (b)
where the child with a disability was assigned as a fulltime member of the class, and (c) where at least two
thirds of the children in the class were peers without
disabilities.
With the exception of two parents who were already
known to one of the authors, all the parents were identified through organizations and advocates known to
support inclusive education. Because the intent was to
encourage parents to speak freely, openly, and without
pressure of allegiance, schools were not a source of

identifying prospective participants. Fifteen parents
were initially identified as prospective study participants. Initial contact was made with the parent by the
advocate or contact person, who briefly described the
study and sought permission for one of the researchers
to contact the parent. With permission, one of the two
authors contacted the parent to discuss further the
study and to schedule a personal interview. Four parents were not interviewed because their child was either
not in an inclusive setting as defined in this study or the
child was not considered to have a significant disability.
One parent was not interviewed because her child attended the same school as another study participant
and the researchers sought to explore parents' experiences across a variety of educational environments.
Table 1 provides an overview of the parents who
were involved in the study. Our intention was not to
exclude fathers, but it was usually mothers who were
identified as potential study participants. One of the
authors spoke to a father who was interested in participating in this study, but it was determined that his child
did not have a significant disability.
The pool of parents reflected the cultural and geographical diversity of the communities in which they
lived. One half of the parents lived in New York, three
parents lived in Connecticut, and two parents lived in
New Jersey. Three of the parents lived in single parent
families (one of whom was a foster mother) and seven
were in two parent families. When asked to characterize their socioeconomic status within one of five categories ranging from high to low, five of the parents
identified themselves as middle, three characterized
themselves as middle-high, and two parents identified
themselves as low-middle. Two parents were full-time
homemakers, two parents worked part-time outside the
home, and six parents worked full-time outside the
home. Three of the parents were employed in the disabilities field. One of these mothers was hired to work
in the program her daughter attended. In addition,
Carol, who was employed as an airline pilot, had returned to graduate school part-time to obtain a masters
degree in special education so that she could better
navigate the educational system.
The demographics of the children, as described by
the parents, are presented in Table 2. All children were
full-time members in classrooms, ranging from preschool to second grade, with peers without disabilities.
Jimmy, however, attended kindergarten in the morning
and a self-contained class in the afternoon because his
school district only provided half day kindergarten for
all the children. Eight of the children attended a school
within their own neighborhoods. Two parents selected
schools that supported inclusive education within their
communities, although they were not necessarily in
their own neighborhoods. The size of all of the school
districts can be characterized as medium to large, with
the smallest districts in suburban areas and the largest
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Table 1
Parent Demographics

Parent

Highest
degree
earned"

Age

Ethnicity

Anita

39

Carol
Carmen

45
38

African
American
Caucasian
Caucasian

Annmarie

42

Dina
Mary

Marital
status

AA

Married

BA
HS

Married
Married

Spouse's
occupation

Occupation
Human resources
analyst
Airline pilot
Secretary
(part-time)
Homemaker

Office supervisor

HS

Married

31
36

Italian
American
Caucasian
Spanish

BA
AA

Divorced
Married

Paulina

36

Caucasian

AA

Remarried

Maya
Rosa (foster
parent)
Morgan

39
36

Latino
Latino

BA
BA

Divorced
Divorced

Paralegal
Family support
coordinator
Community resource
specialist
(part-time)
Pretrial officer
Preschool teacher

34

Caucasian

AA

Married

Homemaker

3

MA = Master of Arts; BA

=

No. of
children

Geographical
location
Urban

Business executive
Contractor

1
2

Self-employed

2

Suburban
Suburban/
rural
Suburban

3
4

Suburban
Suburban

1

Suburban

Recreation facility
manager
Arborist

University
administrator

1
1 biological
2 foster
2

Urban
Urban
Urban

Bachelor of Arts; AA = Associate of Arts; HS = high school.

Table 2
Child Demographics

Child

Ethnicity

School classification

Age

Grade

Neighborhood
school?

Adam
David
Tammy
Jimmy
Judy
Charles
Gabriel
Ryan
Lena
Iris

African American
Caucasian
Caucasian
Italian American
Caucasian
Spanish American
Caucasian
African American and Latino
African American
Caucasian

Down syndrome
Down syndrome
Down syndrome
Autism
Neurologically impaired
Other health impaired
Angelmans syndrome
Autism
Multiple disabilities
Down syndrome

4
4

Pre-K
Pre-K
Second
K
First
K
K
Pre-K
Pre-K
K-1

No 3
No 3
Yes
Yes
Yes
Yes
Yes
Yes
Yes
Yes

a

8
6
7
5
7
4
4

6

No. years in
an inclusive
setting
2
2
5
1
4

5
6
1

2
3

Parent's school of choice.

districts serving the three families living in New York
City. Two of the states in which the participants lived,
New York and New Jersey, were known to be among
the slowest in the country to educate children in inclusive settings (Weikart, 1998). In 1995, when 720/0 of
children with disabilities in the United States were being educated in general education classrooms, fewer
than 600/0 of students with disabilities in New Jersey
and 50% of the students with disabilities in New York
were placed in general education (U.S. Department of
Education, 1995). Longstanding practices in New York
and New Jersey, such as maintaining separate districts
for students with severe disabilities and placing students with disabilities in private placements, may contribute to the distinctive patterns of segregation in these
states (Weikart, 1998).
Children received a range of supports and services,
such as occupational therapy, speech and language

therapy, physical therapy, vision services, hearing services, or augmentative communication services. Nine of
the children were given the support of a teaching assistant, although in two classes the assistant teacher was
assigned to the entire class. Seven of the children received the services of an inclusion specialist or itinerant
teacher. All the children received multiple services and
all but one child received a minimum of four services.
Related services were provided within natural environments, on a pullout basis, or a combination of both.
Data Collection
Because the intent of this qualitative study was to
understand parents' perspectives on the factors that influence their participation in their child's education and
the meaning they attach to their experiences with
school personnel, personal interviews were selected
(Bogdan & Biklen, 1998; Seidman, 1991). One of the
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two authors contacted each parent by telephone to discuss the purpose of the study, expectations for participation (i.e., one semistructured personal interview and
a review of a final document to ensure accuracy), and
the assurance of confidentiality. Interviews were scheduled according to a date, time, and place convenient for
the parent. Six of the parents were interviewed at their
home, two were interviewed at their place of employment, one was interviewed in a restaurant, and one was
interviewed near her child's school on a university campus.
To ensure consistency across interviews, a protocol
was developed and used. The protocol was designed to
encourage parents to share their stories and perspectives through the use of open ended questions. Sample
questions included: (a) How did your child become a
full-time member in general education? (b) When you
think of the relationships between home and school,
what comes to mind? (c) How do you communicate
with the school? (d) How would you characterize your
child's latest individualied education plan (IEP)?
Although a protocol was used, each interview was
individualized and personalized by allowing parents' responses to guide further questioning. As suggested by
Bogdan and Biklen (1998), at the beginning of each
interview, the purpose of the study was reviewed, confidentiality was discussed, and additional demographic
information was gathered. Parents were also asked for
their permission for the interview to be audiotaped for
the purpose of transcribing the interview at a later time.
Audiotapes were transcribed verbatim by a trained professional. All interviews were conducted by one of the
two authors during the last 4 months of the school year
and generally lasted between 60 and 90 minutes. A total
of 270 single spaced pages of data were generated.
Data Analysis
Data analysis was an ongoing process to identify critical themes that emerged from the interviews. Following
each interview, the researchers' perspectives, questions,
and comments were recorded informally in writing and
later discussed during meetings held frequently between the two investigators. Throughout the data collection process, completed interviews were read and
tentatively coded by each researcher and then discussed
at these meetings. Once all interviews had been conducted' the coded transcripts were reviewed to identify
emerging themes.
A set of codes was developed to organize and assign
meaning to the data (Miles & Huberman, 1994). Some
of these codes included motivation driving inclusive
education, school culture and climate, relationships between home and school, and ways of communicating.
These codes were grounded in the data and emerged
from patterns noted across interviews. More refined
codes were also developed to characterize similar
themes within a coding category. For example, within

the broad code relationships between home and school,
themes such as trust and shared vision emerged. Like
broader codes, themes were identified based on the
number of participants discussing the ideas as well as
the frequency with which each theme surfaced across
interviews. Because data collection was a continuous
process, codes often needed to be collapsed, redefined,
or eliminated. For example, ways of communicating,
which was initially developed as a code, was later subsumed under the code relationships between home and
school because frequency, methods, and quality of communication between parents and professionals seemed
to be an important component of their relationship.
Researchers sought to ensure reliability in coding by
holding frequent meetings to identify and resolve discrepancies in coding after they had separately coded
each interview. Discrepancies were resolved by establishing more precise definitions for codes or revising the
coding scheme. Fewer discrepancies were noted over
time, although the researchers continued to monitor
consistency in coding for every interview, including
those that were recoded to comply with revisions made
to the coding system.
To further ensure credibility and accuracy of the
data, a member check was used. A draft of the present
article was sent to each participant for review. A follow-up phone call was also made to each parent in an
effort to gather feedback about the content, tone, and
accuracy of the article. All of the parents were very
satisfied with the manuscript and indicated that it accurately reflected their experiences. A few parents requested slight changes in the wording of the demographic information. In addition, some parents commented that the intense emotional impact of having to
assume primary responsibility to facilitate and monitor
inclusion for their child was not as strong as it could be.
As a result of this feedback, information was added to
the manuscript that gave greater voice to this particular
issue.

Findings
Overview of Conceptual Framework
A number of themes pertaining to parents' perspectives on their participation in their child's inclusive education emerged from the data. A conceptual framework
was developed based on these themes. As shown in
Figure 1, the framework provides an organized schematic of the five major codes and themes that were
identified within each code. In addition to their effects
on parent participation, relationships between and
among the themes were noted. Table 3 provides a summary of the supporting data for each of the themes.
Underlying Values About Inclusive Education
How parents and schools viewed inclusive education
had a major impact on parents' experiences with school

33

Parents' Experiences in Inclusive Settings

UNDERLYING VALUES ABOUT INCLUSION

Entry Experiences
Conditions for Inclusion

SCHOOL CLIMATE

PERSONAL PERSPECTIVES

Invitations & Opportunities
for Parent Involvement

Feminine Selves: Desire for
Balance and Harmony

Respect for Individuality

Personal Impact

Learning & Cooperation

ROLES & RESPONSIBILITIES

PARENT-PROFESSIONAL
PARTNERSHIPS

Leadership

Trust

Roles Assumed by Parents

Shared Vision
Communication

PARENT PARTICIPATION

Figure 1. Conceptual framework for parents' perspectives on their participation in inclusive education.

personnel. The parents' perceptions of the school's underlying values seemed to stand in contrast to their own
motivations for pursuing inclusive education. Although
some parents spoke of the potential benefits for their
children in terms of membership, typical role models,
and preparation for later life, two parents stated that
they simply assumed that this was the way life was supposed to be. The school's underlying value of inclusive
education, as perceived by parents, was reflected in the

way in which parents accessed an inclusive placement
for their child, also known as their entry experiences,
and the conditions schools placed on the child's entry.
Entry experiences of parents with children with disabilities. How the parents accessed an inclusive setting
for their child provided parents with their initial understanding of the school's attitudes toward and interpretation of inclusion. Of the 10 parents interviewed, only
Paulina's district was fully inclusive. Maya was the only
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Table 3
Supporting Evidence for Emerging Themes
Theme
Underlying values about inclusive
education
Entry experiences

Conditions for inclusion

School climate
Invitations and opportunities
for parent involvement
Respect for individuality

Learning and cooperation
Personal perspectives
Feminine selves: desire for
balance and harmony
Personal impact

Roles and responsibilities
Leadership
Roles assumed by parents
Parent-professional partnerships
Trust

Shared vision
Communication

Note: IEP

=

Supporting evidence

Only two parents were offered inclusion as an option by their school districts. The
remaining eight parents pursued or threatened due process, went to mediation,
relocated their families, or located schools on their own that were willing to accept
their children.
For seven children, participation depended on one or more conditions. Child related
conditions included attendance with an aide, absence of specific behaviors, removal
of a feeding tube, and a change in the child's diagnosis. Financial conditions included
parents assuming the costs of school tuition, personnel, services, and equipment.
Parents found an "open door policy" within the school or classroom welcoming and
reassuring. Receptivity to parent participation was reflected in the individualized
education plan process (e.g., scheduling of meetings, opportunities for preplanning,
how parents' opinions were solicited and received).
Parents wanted school personnel to appreciate the "spirit of the child" and were
concerned when others had limited expectations for their child. Computerized IEPs
were viewed as depersonalizing and highly inconsistent with an individualized
approach to education.
Parents were more satisfied with their participation and less involved in program
monitoring when school personnel were open to new ideas, served as a source of
knowledge to parents, and effectively collaborated with one another.
Parents sought to balance their responsibilities as mothers, wives, and professionals
and all spoke of the need to be kept informed about their child's daily activities
and progress. Parents' pursuit of harmony with school personnel involved nurturing
others with humor and food, limiting issues, and compromising.
The "ongoing and forever" struggle to include their children was "emotionally draining"
to parents and their families. Parents wanted to be involved in their child's education,
but did not want to be the primary initiators or monitors of successful inclusive
education.
Effective and supportive leadership involved making resources available to parents,
children, and staff; having open communication with parents; ensuring that required
services and resources were available; and facilitating a climate of acceptance.
Parents carried out responsibilities with which they were comfortable (i.e., locating
resources, disseminating information) and assumed roles that should have been filled
by others (i.e., class aide, team leader, compliance monitor).
Parents trusted professionals when they understood their child and interpreted their
behavior with insight; they were kept informed (and there were "no surprises" in
what they were told); and professionals respected their opinions and decisions.
Greater trust in professionals allowed parents to reduce their involvement in
monitoring their child's education.
Parents and professionals shared the same vision of the child and the child's education;
interpreted situations and behavior in the same way.
Open communication involved exchanges that were reciprocal (e.g., "both sides speak
and listen"), uncensored (e.g., "they're not afraid to tell you"), ongoing, and informal
(e.g., extending beyond the school day). Restricted communication was when there
were limitations placed on with whom, when, and about what parents could speak
(e.g., preventing direct contact with assistant teacher, scheduling meetings without
regard for parent's schedule).

individualized education plan.

other parent to have an inclusive placement offered to
her child as one option within a continuum of services.
However, she was responsible for paying the tuition if
she opted for an inclusive setting whereas the district
would pay the tuition if she chose a self-contained setting. The others expended a great deal of time, money,
and energy in order for their children to gain access to
inclusive settings. These parents employed multiple

strategies to either force unwilling schools to accept
their children or to locate schools that were more willing to do so (see Table 3 for examples of strategies).
Conditions for inclusion. The school's policies and
practices surrounding the child's entry into an inclusive
setting provided further understanding of how schools
approach inclusive education. For seven of the 10 children, participation in an inclusive setting was depen-
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dent on one or more conditions that had to be met by
either the child or the parent (see Table 3 for examples
of conditions).
The restrictions placed on the child's access to an
inclusive education by the school or district sent a message to parents from the beginning that their child
would be enrolled, but would not be accepted unconditionally. Given that parents' motivation for inclusion
was based on developing a sense of belonging for their
child, the underlying values around inclusiveness that
parents held were not always consistent with the
school's policies and practices. Annmarie recalled her
comments to the school administrator: "What do you
mean IF you are going to keep him? Don't threaten me
like that." The congruence between parent and school
views on inclusive education, initially revealed during
the child's entry into inclusive schooling, emerged as a
critical factor in shaping parent participation.
School Climate
The climate of the school or program that the child
attended was an important influence on parent participation. The policies (both formal and informal) and
practices of the school indicated to parents how school
personnel viewed them and their children.
Invitations and opportunities for parent involvement.
The willingness of the school to have parents be present
and involved played an important role in shaping parent participation. Parents who were free to enter the
school or classroom at any time and for any reason
believed that they were genuinely welcome and that the
school had nothing to hide. Parents who perceived that
they had restricted access reported a very different feeling. Carol, who had two very distinct experiences with
two different schools (one private preschool and one
public school) explained:

I can come to the [private] school any time I want
and any time of day. I can just walk in and see what
he is doing and where he is going. I can't do that at
the public school. I have to ring the bell and wait
for them to say "come in." I have to sign in and be
escorted to the room. So if my son is laying on the
computer desk for four hours and people are ignoring him, I have no way of knowing that is happening. Because if I walk into that room I guarantee that they will pull him up, and sit him at the
desk with a piece of paper and a crayon. And I
would think that he is doing things.
The school's receptivity to parents was also evident in
the opportunities provided for their participation in the
IEP process. One half of the parents were actively involved in multiple meetings to design an IEP, whereas
others were asked to attend a single formal IEP meet-
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ing to approve important decisions that had already
been made by others. Dina believed that her IEP meeting was intentionally scheduled 3 days before the end of
the school year to preclude resolution of any issues that
she might have had with her child's IEP. Two parents
said that the extent to which the school involved them
in the IEP process was by asking them to "just sign"
their names to a prepared document. Mary, on the
other hand, described her IEP process as being agreeable "because all along I've been involved, and [we]
reached consensus by the time we came to the meeting." Thus, all parents wanted to be welcomed by the
school and resented barriers to their participation in
their child's education.
Respect for individuality. Respect and appreciation
for their children as individuals also influenced parent
participation. Parents spoke positively about their interactions with school personnel when they perceived
that school personnel understood, considered, and valued their children. Carmen attributed her daughter's
progress to a "teacher [who] allowed her to be her own
person and move at her own pace." Anita characterized
her son's classroom as being "progressive" because it
"moves with him." Concerns about how their children
were viewed also influenced parent's relationships with
school personnel. For example, Paulina believed that
the teacher was annoyed by her child's behavior "rather
than trying to take it on as a challenge." Two parents
perceived that the use of computer generated IEPs was
depersonalizing and did not encourage their participation in the IEP process. Parents' understanding of the
school's respect for individuality was not necessarily
based on what was said, but the way in which they and
their children were treated.
Learning and cooperation. The willingness of the
school to learn from the parent and to try new things
also emerged as an important factor for influencing parent participation. Parents were gratified when the
school was open to new ideas such as when the teachers
asked Anita to "tell us how to do it." Morgan, who was
less satisfied with her child's schooling, believed that
"[professionals'] minds were made up and I don't think
anything that we said would influence them." For the
most part, less experienced or younger teachers were
perceived to be more receptive to new ideas and better
prepared to teach in inclusive settings.
Parents also spoke of the school's role in parent
learning as an influence on their participation. Although all of the parents were resourceful and selfreliant in their quest for information about quality programs and effective interventions for their children,
three parents indicated that they did not consider the
school to be a valuable source of information. For example, Paulina indicated that parents had to "get as
much information as possible because the schools don't
tell you what's available." Maya was even more suspect
of the school's failure to provide information:
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Well I think that the Board of Education has all of
these different little programs. And apparently the
only way to know about them is by speaking to
other parents. And I think they are selective as to
whom it is they tell.
In addition, parents discussed how their participation
was affected by cooperation among team members (i.e.,
the willingness of professionals to share ideas and learn
from each other). Paulina said that she was pleased that
her child's teachers, therapists, and aides were "all
working on the same thing." On the other hand, Dina
spoke of her involvement in a school in which professionals failed to collaborate:
I think "team" is almost a funny name for the
meeting. I think team implies that the right hand
knows what the left hand is doing. What happens
in these meetings is that everyone takes a piece of
the pie - they're vested in their half hour a week.
It's like separate input on different aspects of the
same child.
Parents were aware of, and appreciated, the school's
flexibility and willingness to learn, share information,
and change. Parents' perceptions of the school climate
played a large role in shaping their participation in their
child's education and impacted their own satisfaction
with their participation.
Personal Perspectives
The two themes that reflected parents' perspectives
on their own roles in shaping participation were parents' perceptions of themselves as women and mothers
in search of balance and harmony and the impact of
their participation on themselves and their families.
Feminine selves: desire for balance and harmony.
Throughout the interviews, parents spoke of their experiences as women and mothers; and more specifically, of maintaining balance in their family lives and
harmony in their interactions with others. In addition,
they often spoke of their need to be informed about
their child's daily activities.
The issue of balance emerged in different ways for
each parent. Parents who had more than one child
spoke of their need to balance their time, attention, and
resources to attend to the needs of each family member.
Working mothers in particular spoke of wanting to be
more involved in their child's education. Even Rosa,
who was working at the preschool her foster child attended, noted, "I'm not as active as I'd like to be."
Three mothers spoke of adjustments they had made in
their jobs to accommodate their child's educational
needs. Paulina reduced her work to part-time to be
more involved in her son's education; Maya agreed to
be late to work every day so that she could bring her
son to his inclusive preschool; and Anita used family
medical leave to take her son to therapy.

All parents expressed their desire to be informed
about their child's daily activities and progress. They
each spoke of their need for information about their
children. Dina said that she had "begged, borrowed,
and pleaded for information" about her child. Those
with children in preschool programs were particularly
concerned about receiving adequate feedback once
their children entered the public school system.
In addition, parents spoke of their desire for acceptance and harmony in their relationships with school
personnel. Mary used the phrase "walking on eggshells" to describe how she interacted with service providers. Parents wanted to be perceived as nice, active,
or lighthearted rather than aggressive, stern, or too assertive. Four parents had a specific concern about being
perceived as greedy, even though they were seeking
services their children were entitled to and needed.
Mary believe that district personnel perceive parents as
"never satisfied drains."
Thus, parents approached their participation in the
schools as women and mothers who sought to maintain
balance in their many roles and harmony in their interactions with others.
Personal impact. A theme to emerge across interviews was that of the impact of the intense effort expended in making inclusion successful for their children. Nine of the 10 parents spoke of the "forever and
ongoing" struggle they had, even after their children
gained access, and in some cases, even after they had
achieved a working relationship with school personnel.
In contrast, Lena's foster mother, Rosa, expressed only
gratitude that the nursery school Lena attended and
where she worked was willing to collaborate with her in
meeting Lena's needs. Anita described her feelings
about her participation by stating that she was "overwhelmed. I mean the books, the footwork, interviewing
people, talking to people, talking to professionals, talking to parents. It's a lot. It is a lot." Mary found her
involvement "exhausting" and hoped that there would
be a time when her child's inclusion "would happen
without me." Maya's experience left her with feelings
of isolation and explained that "inclusion is hard on the
parent." Carmen also spoke openly about her feelings:
For me it's been emotionally draining. It's been a
roller coaster ride. I've had the highs when things
were going so well, I couldn't believe it. I felt it was
a miracle. And then the lows, when I see my
daughter being treated worse than you would be
treating a dog.
Three of the mothers noted the stressful impact of their
participation on their families, particularly on their
other children. Carmen said that the schools fail to understand how the struggle for inclusion "affects the
whole family." Both Carmen and Annmarie spoke of
feeling saddened by the effect of their involvement on
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their other children, whose schooling did not require
the same amount of time or energy. Carmen cried as
she spoke of the impact on Anna, her typically developing daughter:
Anna sees me on the phone on a constant basis. If
we are in a crisis she sees what it does to me. She
sees it. And as much as I try to think I'm not showing what I feel, she reads me better than anybody
else. It bothers me to know that she thinks I'm
suffering. It really hurts me.
Although a number of parents noted that they had
grown as a result of their experiences, particularly in
terms of their own confidence in dealing with others, all
said that their involvement had taken a toll on themselves and on their families. In addition, many parents
expected that the struggle would continue.
Roles and Responsibilities
The nature of the roles and responsibilities that were
assumed by all key players in the child's education,
including parents, played a key role in shaping participation.
Leadership. The principal, director, or program administrator was viewed as a key player in shaping parent participation. The principal not only facilitated the
child's entry into classrooms, but was also instrumental
in supporting an inclusive environment for children and
their families. Effective leadership involved making resources available to parents, children, and teachers and
ensuring that all personnel were fulfilling their responsibilities as defined by the school and the child's IEP.
For example, Carol mentioned that "what is working
well is having a substitute aide available." Effective
leadership also involved open communication with parents. Morgan spoke of her disappointment in having
been rebuffed in her attempt to communicate with the
principal: "I just wanted to introduce myself a little bit.
And the principal said 'if you have any problems, go to
the consultant teacher. '" Rosa spoke of the preschool
director who "set the tone" in her school:

She'll stop whatever she is doing if Lena asks her
something. She'll stop and get on her knees and
say "Lena, tell me again. I don't hear you. Say it
slow." And she'll sit there for five minutes and be
late for a meeting until she can figure out what my
child wants, and then answer her.
Thus, effective leadership was perceived as critical in
establishing a climate of inclusiveness.
Roles assumed by parents. There was a great deal of
consistency in how parents spoke of their own role in
the school. Some parents specifically spoke of their satisfaction in helping schools find ways to work effectively with their children. For example, Mary arranged
for an auditory trainer, Paulina brought in an augmen-
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tative communication specialist, and Maya shared information about both applied behavior analysis and
language therapy with her son's teachers.
Parents indicated that although they wanted to be
helpful, they had at times taken on roles that were not
appropriate for them to assume and, in fact, could have
been filled better by others. Carol, for example, substituted as her child's aide in the aide's absence. Morgan,
Carol, and Annmarie, by default, had taken responsibility for sharing information with teachers, therapists,
and other team members to ensure consistency in their
child's education. Parents also spoke of feeling that
they had to oversee their child's education (i.e., to
make sure the child's program was in compliance with
the IEP and that instruction was meaningful and not
stigmatizing). For example, Mary pointed out to her
son's teacher that many typically developing students
could benefit from having a class schedule, and that it
would be less stigmatizing to her son if he were not the
only child to receive one.
The majority of the mothers had inadvertently and
reluctantly assumed leadership roles in their child's
education. Carmen spoke of her feelings about her role
as leader this way:
In the beginning I was an insignificant member of
this team. But as the years go on, I do find myself
taking more leadership in this. But that bothers me
because I don't want the leadership role. I want an
equal partnership.
Thus, parents wanted to be informed and informative,
but they did not want to assume responsibility for classroom instruction or team leadership. They wanted to
achieve a partnership with others rather than assume a
leadership role, which they believed would be more
appropriately assumed by the principal, program director, or service coordinator.
Parent-Professional Partnerships
All of the parents indicated that their relationships
with school and district personnel had an impact on
their participation. Parents who reported having tension with district personnel had difficult entry experiences or problems accessing services once their children
were enrolled. The three themes that emerged from
parents' discussions of their relationships with professionals were trust, shared vision, and communication.
Trust. The presence or absence of trust was the defining characteristic of parents' relationships with
school and district personnel. According to parents,
trust was having confidence that professionals would
(a) follow through on their word, (b) respect their children and help them to learn, (c) share information and
keep them informed, and (d) support their decisions
and opinions.
For one half of the parents in this study, the issue of
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qualified trust surfaced. Mary described herself as being honest but "cautious" in her interactions with district personnel. Even Paulina, who claimed to have a
good relationship with the district supervisor, said that
"when he okays something over the phone, I say 'put it
in writing.'" Mary and Maya spoke of having a fear of
reprisal from school or district personnel. Mary recalled
a difficult year with her child's therapist with whom she
did not see eye to eye, "I knew she would probably hate
me and my child forever, so I compromised." She further stated that she intentionally stayed away from the
classroom because "if I rock the boat with this teacher,
I would have made it worse for my son." In some situations, the fear of reprisal against their children drove
parents' decisions to be less assertive in seeking what
was best for their children.
Mary, Dina, and Anita spoke of reducing their involvement as they gained confidence in the teachers
and other school personnel. Anita explained the change
that occurred as trust developed in this way: "So after
cropping up unexpectedly and observing without them
knowing, I withdrew to some degree." Parents reduced
their presence in the school when they had confidence
in knowing that their opinions were respected and professionals would follow through on their decisions and
agreements.
Shared vision. Another theme that emerged from
parents' discussions of their relationships with school
personnel was that of shared vision, or synergy, between home and school. The degree to which parents
believed that professionals had a similar vision of their
child's education impacted their relationships with
school personnel well beyond the child's entry into an
inclusive educational setting. Dina described the
"closed door" she saw and the "open door" the school
saw during discussions of the educational setting that
was being recommended for her child.

where everyone stands." Although some parents accepted less than what they wanted, it was critical for
parents and professionals to have a mutual understanding and shared vision of the child's future.
Communication. Another theme to emerge from the
data that shaped parent participation was communication. Some parents experienced an open communication with school personnel whereas for other parents,
or at other times, communication was restricted in some
way. Interestingly, both Paulina and Anita ensured
regular contact by writing a schedule of meetings directly into their sons'IEPs. Frequency of communication was also important to parents. All parents indicated that they wanted frequent and consistent contact
with school personnel. Four of the parents had been
given the home telephone numbers of the child's
teacher and therapists, so that communication was always available. The convenience and opportunity to be
in touch with teachers and therapists outside of the
school day reflected the schools' understanding of parents' desire to be informed and, subsequently, promoted the development of collaborative parentprofessional partnerships.
More than one half of the parents spoke of restrictions or barriers that were placed on their communication with school personnel. Parents were concerned
about with whom and when and how communication
occurred. For example, failure to consider parents'
schedules when meetings were arranged and limited
time to meet with school personnel served as barriers to
open and effective communication and, consequently,
hindered the formation of effective partnerships.
Parents valued trust, a shared vision for educating
their child, and open and frequent communication with
school personnel. The presence of these factors promoted satisfying, meaningful, and productive partnerships between parents and professionals.

They claimed that her disability was so severe that
she could not make it anywhere else. So they have
all the children with disabilities in this one classroom. And then they have an adjoining door to
another classroom where typical children are. And
they tried to convince me how wonderful the program was. They said, "look, there is a door that is
open between children with disabilities and children that are typical." And my response was "you
see the open door. But I see the wall between my
child and the typical children."

Discussion and Implications

Synergy was an important factor in parent-professional
relationships; however, synergy did not mean that there
was agreement at all times. Whereas parents did not
expect there to be total agreement, they did count on
tolerance and respect when differences arose. According to Annmarie, it "works when everyone knows

Themes that emerged from parents' experiences
were organized within a framework to reflect the
myriad of perceived influences on parent participation
in their child's education. The findings of this study
suggest that factors perceived to influence the participation of parents of children with disabilities are likely
to be as complex as that of other parents (Grolnick,
Benjet, Kurowski, & Apostoleris, 1997; HooverDempsey & Sandler, 1997). Although parents and
schools recognize the importance of parent involvement, effective partnerships appear difficult to establish, particularly when change is involved.
The following interpretations of the parents' experiences provide the context for building stronger parentprofessional partnerships in inclusive early childhood
settings.

Parents' Experiences in Inclusive Settings

Membership for Parents as an Outcome of
Inclusive Education
The experiences of the parents in this study suggested that mere participation in their young children's
education does not ensure parents' membership in the
school. Rather, when parents perceive that schools fully
support the inclusion of their children and their participation in their child's education, they feel like valued
and respected members of the school community.
Membership, or one's sense of belonging and acceptance, has been identified as a critical outcome for children with disabilities in inclusive education (Hanson et
al., 1998; Sapon-Shevin, 1999; Schnorr 1990). The present findings suggest that membership may also be an
important outcome for parents of children in these settings. Parents who perceived that their children were
protected, understood, liked, and given meaningful opportunities to learn were those who appeared to be
integral members of their child's school community. In
addition, these parents were kept informed and were
given a voice in meaningful decisions. Most importantly, when parents believed that they and their children were welcome and accepted members of the
school and classroom community, effective parentprofessional partnerships were possible.
School Climate Sets the Context for
Parent-Professional Partnerships
The findings of this study indicated that the inherent
values of the organizations and the individuals within
them are critical to the development of effective parent-professional partnerships. Consistent with prior research, parents' perceptions of respect and openness
within the school served as the basis for developing
trusting relationships and effective communication with
professionals (Dinnebeil & Rule, 1994; Dinnebeil et aI.,
1996; Janko, Schwartz, Sandall, Anderson, & Cottam,
1997; Winton & Turnbull, 1981). Specifically, parents
were comfortable in their roles when there was effective leadership and professional collaboration. They
were more satisfied with their relationships with school
personnel when there were trust, informal communication, and ongoing involvement that was not limited by
time or other restrictions. The relationships that
evolved once the door was open to parents depended
on parents' confidence that school personnel were
open, honest, and competent.
This study further indicated that shared values and
beliefs facilitate effective parent-professional partnerships. A number of studies have shown that parents,
teachers, and administrators may define inclusion differently (Bailey, McWilliam, Buyssee, & Wesley, 1998;
Beckman et al., 1998; Hanson, et aI., 1998; Janko et al.,
1997). The present study suggested that how these differences are resolved (i.e., how children are included
and how services and supports are provided), may also
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have a lasting impact on parents' relationships with professionals and service systems. Parents in this study, as
well as those interviewed by McWilliam et aI. (1995),
developed positive relationships with individual service
providers despite early adverse experiences. These experiences, however, often resulted in negative attitudes
toward some service providers and sustained feelings of
distrust of the "system."
Promoting Partnerships by Maintaining Connections
In this study, parents spoke of their experiences as
women and mothers, in which they clearly gave voice to
their feminine selves. Women's need to be heard, informed, and cared about as well as their striving for
harmony and balance in their relationships have been
well documented in feminist psychology (Chadorow,
1978; Gilligan, 1982). Among the highest priorities for
women is to know that they and their loved ones are
physically and psychologically secure. Ruddick (1989)
maintains that maternal practice is based on preservative love and that women employ humility and cheerfulness to temper their "efforts to see everywhere and
control everything so that a child will be safe" (p.72).
Thus, they strive to be kept informed and, most importantly, to be free of secrets and surprises about the
health and well-being of their children. Women want to
make important decisions about themselves and their
children without fear of retribution or confrontation.
They want to know that not only do competent and
nurturing individuals care for their children, but that
their children are healthy and happy.
The present study indicated that women in conflict
with schools struggle to protect their children and simultaneously maintain harmony in their relationships
with others. If schools are committed to promoting
membership and building effective partnerships with
parents, particularly women, then they must "hear"
what parents desire for their children and for themselves. Whereas it may be particularly challenging to
listen to parents when disagreements arise, it is precisely in these situations that the unique and important
perspectives of women need to be recognized.
Unspoken Messages Are as Powerful as
Spoken Words
The messages parents received from school personnel were key to the formation or disintegration of parent-professional partnerships. The present study indicated that parents' experiences with school personnel
have a greater impact on them than what they are told,
and that difficulties arise when schools send contradictory or impersonal messages. For example, schools may
indicate that they are open to inclusion, but send a
contradictory message by imposing conditions on the
child's enrollment. Similarly, schools may claim that
they encourage parent participation, but restrict par-
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ents' access to school personnel. Having an open door
policy in which parents are welcome at any time and for
any reason sends a powerful message to parents that
their presence is valued. On the other hand, the present
study suggests that placing limitations or conditions on
children or parents, failing to follow through on one's
word, and withholding information indicate to parents
that they are not equal and valued participants in their
child's education.
The present study also indicated that parents are influenced by how (rather than whether) mandates such
as parent involvement in the IEP process and compliance monitoring are achieved. The process used to develop the child's IEP conveys a strong message to parents about the distribution of power in situations that
were intended to be collaborative. When parents were
given limited time for meetings with professionals, provided with meaningless or mass produced documents,
or when they were merely asked to sign a completed
IEP, the message that parents received is that they and
their children were not considered important. On the
other hand, providing parents with opportunities to
participate in decision making, problem solving, and
communicating in ways that are meaningful to them
assure parents that their opinions are respected.
This study provided a unique perspective on parents'
experiences in early childhood inclusive settings. However, the interpretation of the findings may be limited.
Even though the parents represented a diverse group of
women, only a small number of parents were interviewed and they mayor may not be representative of
other parents of children in inclusive settings. As is
common in studies of parent involvement, this study
focused on mothers of children with disabilities
(Krauss, 1997). Although mothers may assume the role
of primary caregiver more often than fathers, fathers'
perspectives must also be considered. Including professionals' perspectives in the analysis also would have
contributed to a more complete understanding of parent-professional partnerships. Furthermore, parents in
this study lived within a geographical area in which two
of the states have been identified as the most segregated in the country (Weikart, 1998). Therefore, it is
likely that the challenges faced by parents in accessing
inclusive education for their children and their experiences with professionals in these settings may have
been specific to the geographical region in which the
study was conducted.
In sum, the framework that evolved from this study
outlined five factors that shape participation in inclusive schools for parents of young children with significant disabilities: (1) the underlying values about inclusion, (2) the school climate, (3) parents' personal perspectives, (4) the roles and responsibilities assumed,
and (5) parent-professional partnerships. The importance of membership for both children and parents as
an outcome for parents of children in inclusive settings

warrants further study. Future research could explore
how children and parents become valued members of
their school communities, the influence of school culture on authentic and meaningful relationships, and the
impact of parent-professional partnerships on the effectiveness of inclusive education. In order to accomplish
this goal, research needs to be conducted in collaboration with parents so that meaningful questions can be
addressed in ways that ensure real and important
change.
Perhaps of most significance, this study supports the
importance of listening to and respecting the voices of
parents. As Turnbull and Turnbull (1997) stated, "The
bottom line is that trust and respect are absolutely essential aspects of the reliable alliances that can lead to
the empowerment of all team members" (p. 73). With a
firm commitment and understanding of parents' perspectives, professionals and parents in inclusive settings
can work in partnership to achieve positive outcomes
for children as well as themselves.
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